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Abstract 
This report documents the key findings of the major activities associated with the Literature Review and 
Needs and Feasibility Assessment of Services for People with Younger Onset Dementia project funded by 
the Commonwealth Government. The project was conducted between July 2013 and January 2014, and 
comprised two key elements: an international literature review, and a needs and feasibility assessment of 
services for people with younger onset dementia. 
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I have been given information about the Services for people with Younger Onset Dementia 
Project being conducted by the Centre for Health Service Development, University of 
Wollongong.  I understand that the aim of the project is to identify possible service needs and 
models that will assist people with younger onset dementia continue to live in their own 
communities for as long as possible.  
 
I have had the opportunity to discuss any questions or concerns about the project 
with a member of the project team.  
 
I have been advised that I can have my carer or support person to assist me if 









































1. What is your age? 
 






















3. Do you identify as being from one of the following groups? (Tick all that are 
applicable) 
 



























 Social activities (e.g. outings; art; walking groups) 
 Information, Support or educational services e.g. Living with Memory Loss 
groups;  
 Assistance with planning services to meet your needs e.g. Case management  
 Counselling services - marriage, grief and loss, child and adolescent mental 
health etc. 
 Transport services  
 Personal or household assistance 












 Working (in paid employment) 
 Volunteering 
 Family activities 






























































The Centre for Health Service Development (CHSD) at the University of Wollongong has 
been commissioned by the Department of Social Services to conduct research to clarify the 
needs of people with younger onset dementia and the services and supports available to 
them. 
 
You are invited to participate in this process by completing this survey. We would very much 
welcome your views and comments, and anticipate that the survey will take about 10 minutes 
to complete. 
 
Some of the questions in the survey include: 
- What do you think can be done to assist you to remain living and participating in your 
own home and/or community? 
- Are you currently receiving services that are ‘getting it right’ for you and/or your 
family? 
- What sort of assistance would you like to receive in the future? 
 
Your participation is entirely voluntary and you are free to discontinue the survey at any time.  
Confidentiality of this survey will be maintained at all times. 
 
The final report of this project will be provided to the Department of Social Services.  We 
anticipate that the findings will be made available to key groups such as Alzheimer’s 
Australia and may be used for conference presentations and journal articles.  No individuals 
will be identified in these reports, presentations or articles. 
 
If you would like further information, or have any questions about the project, please contact 
the project lead, Anita Westera, on 02 4221 4411 or email westera@uow.edu.au.  If you 
have any concerns or complaints about the way the project is being conducted, you may 
wish to contact the Ethics Officer at the University of Wollongong on 02 4221 4457 or email 









I have been given information about the University of Wollongong Younger Onset Dementia 
Survey, being conducted by the Centre for Health Service Development, University of 
Wollongong.  I understand that the aim of the research is to assess clarify the needs of 
people with younger onset dementia and the services and supports available to them.  I have 
had the opportunity to discuss any questions or concerns about the research with a member 
of the evaluation team. 
 
I have been advised of the risks associated with this research and the conditions of 
participation, which consists of participating in a survey that will take approximately 10 
minutes to complete. 
 
I understand that my participation  in this survey  is entirely voluntary and that  I am free to 
refuse to participate.    I understand that  if  I decline to participate or withdraw my consent, 
this will  not  adversely  affect my  relationship with  the  University  of Wollongong.    I  also 
understand  that no  identifying  information will be  included  in any  reports, publications or 
presentations developed  from  the  survey,  and  that all materials  generated  as part of  the 
survey  will  be  securely  stored  and  destroyed  in  accordance  with  relevant  University 
guidelines. 
 
I  understand  that  if  I  have  any  questions  or  concerns  about  the  research  and  my 
participation,  I can contact the Centre  for Health Service Development  (project  lead, Anita 
Westera,  on  02  4221  4411  or  email  westera@uow.edu.au).    If  I  have  any  concerns  or 


















































                Yes    No 
from an Aboriginal and/or Torres Strait Islander community  ☐    ☐ 
from a non‐English speaking background      ☐    ☐ 
living in a rural or remote area          ☐    ☐ 
financially or socially disadvantaged        ☐    ☐ 
a veteran              ☐    ☐ 
homeless or at risk of becoming homeless      ☐    ☐ 
a person who was raised in a care home (a care leaver)    ☐    ☐ 





















































            Getting it right    Not getting it right 
One to one social support        ☐      ☐ 
One to one respite          ☐      ☐ 
Personal care or domestic assistance      ☐      ☐ 
Residential respite          ☐      ☐ 
Permanent residential care        ☐      ☐ 
Leisure and activity/therapy based services    ☐      ☐ 
Support or educational groups        ☐      ☐ 
Case management and assistance with planning    ☐      ☐ 
Home modification and equipment     ☐      ☐ 
Information about services        ☐      ☐ 












































































































The Centre for Health Service Development (CHSD) at the University of Wollongong has 
been commissioned by the Department of Social Services to conduct research to clarify the 
needs of people with younger onset dementia and the services and supports available to 
them. 
 
You are invited to participate in this process by completing this survey. We would very much 
welcome your views and comments, and anticipate that the survey will take about 10 minutes 
to complete. 
 
Some of the questions in the survey include: 
- What do you think can be done to assist you to remain living and participating in your 
own home and/or community? 
- Are you currently receiving services that are ‘getting it right’ for you and/or your 
family? 
- What sort of assistance would you like to receive in the future? 
 
Your participation is entirely voluntary and you are free to discontinue the survey at any time.  
Confidentiality of this survey will be maintained at all times. 
 
The final report of this project will be provided to the Department of Social Services.  We 
anticipate that the findings will be made available to key groups such as Alzheimer’s 
Australia and may be used for conference presentations and journal articles.  No individuals 
will be identified in these reports, presentations or articles. 
 
If you would like further information, or have any questions about the project, please contact 
the project lead, Anita Westera, on 02 4221 4411 or email westera@uow.edu.au.  If you 
have any concerns or complaints about the way the project is being conducted, you may 
wish to contact the Ethics Officer at the University of Wollongong on 02 4221 4457 or email 









I have been given information about the University of Wollongong Younger Onset Dementia 
Survey, being conducted by the Centre for Health Service Development, University of 
Wollongong.  I understand that the aim of the research is to assess clarify the needs of 
people with younger onset dementia and the services and supports available to them.  I have 
had the opportunity to discuss any questions or concerns about the research with a member 
of the evaluation team. 
 
I have been advised of the risks associated with this research and the conditions of 
participation, which consists of participating in a survey that will take approximately 10 
minutes to complete. 
 
I understand that my participation  in this survey  is entirely voluntary and that  I am free to 
refuse to participate.    I understand that  if  I decline to participate or withdraw my consent, 
this will  not  adversely  affect my  relationship with  the  University  of Wollongong.    I  also 
understand  that no  identifying  information will be  included  in any  reports, publications or 
presentations developed  from  the  survey,  and  that all materials  generated  as part of  the 
survey  will  be  securely  stored  and  destroyed  in  accordance  with  relevant  University 
guidelines. 
 
I  understand  that  if  I  have  any  questions  or  concerns  about  the  research  and  my 
participation,  I can contact the Centre  for Health Service Development  (project  lead, Anita 
Westera,  on  02  4221  4411  or  email  westera@uow.edu.au).    If  I  have  any  concerns  or 

















































                Yes    No 
from an Aboriginal and/or Torres Strait Islander community  ☐    ☐ 
from a non‐English speaking background      ☐    ☐ 
living in a rural or remote area          ☐    ☐ 
financially or socially disadvantaged        ☐    ☐ 
a veteran              ☐    ☐ 
homeless or at risk of becoming homeless      ☐    ☐ 
a person who was raised in a care home (a care leaver)    ☐    ☐ 





              Getting it right    Not getting it right 
One to one social support          ☐    ☐ 
One to one respite            ☐    ☐ 
Personal care or domestic assistance        ☐    ☐ 
Leisure and activity/therapy based services      ☐    ☐ 
Support or educational groups          ☐    ☐ 
Case management and assistance with planning      ☐    ☐ 
Home modification and equipment       ☐    ☐ 
Information about services          ☐    ☐ 






















































































































































































































































































































































































































































































































































































Tasmania  1   (3)





















































Service   Getting it right: n (%) Not getting it right: n (%)
One to one social support  4 (22) 7 (39)
One to one respite  3 (17) 8 (44)






Other  1   (6) 9 (50)
 
Of those participants who noted ‘other’ services, one participant indicated that the local 
monthly meeting for carers of people with younger onset dementia was getting it right. The 
four carers who indicated ‘other’ services that were not getting it right indicated a range of 
services including: lack of help when needed, resulting in spouse being placed in nursing 
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home; carer was not receiving any of the above services mentioned; a lack of financial 
support, appropriate and meaningful social support, respite and leisure and activity services 
for ‘Younger Onset Dementia families’; and a lack of permanent placements for short and 
long term residential respite.   
 
2. Of the services that are 'getting it right', what do you like about these services? 
There were eleven carers who provided a response to what they liked about services that 
were getting it right. A number of carers discussed the ongoing support provided by local 
organisations such as Alzheimer’s Australia, ACH (SA aged care organisation) and Life Care. 
Carers indicated that they liked the activities provided to for people with younger onset 
dementia, some much needed respite as well as the ongoing support from local carer 
groups. This included the opportunity to debrief and talk with people in a similar situation as 
themselves. One carer also noted that respite removed some of their burden and allowed 
them to feel like they had a normal and productive life. 
 
Some carers noted the staff or organisation representatives they had contact with were 
what they liked most. Workers often had genuine concern and went out of their way to help 
people, to be friendly and approachable and provide individual help such as guiding people 
to the services they needed. One participant noted that while they liked how staff tried to 
make things work for them there was still some room for improvement: 
 
I like the fact that they try their best to make it work. They are very available and 
friendly to talk to but the theory and the planning, is not as complex as the reality 
of the situation. I'm grateful that such services exist but there is a need for 
specified preparation for the worker with people with younger onset dementia.  
 
3. What services does the person with younger onset dementia currently receive?  
There were 18 carers who indicated the services that the person with younger onset 
dementia currently receives. Leisure activity/therapy based services were the most common 
services mentioned by carers (50%). Home modification and equipment services (11%) and 
permanent residential care (11%) were least mentioned by carers. Table below provides an 
overview of services received. Other services noted by carers included supported volunteer 
work and neurology and neuropsychology services. One carer noted that they had been 
referred to Vision Australia due to vision problems. They also noted that they had been 
referred to Dementia Advisory Services but had not used this service yet. Overnight and daily 
respite involving other people with younger onset dementia were also noted by one carer. 
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Table 14  Services the person with younger onset dementia receives 
Service   n  (%) 
One to one social support  5 (28) 
One to one respite  7 (39) 
Personal care or domestic assistance  3 (17) 
Residential respite  3 (17) 
Permanent residential care  2 (11) 
Leisure and activity/therapy based services  9 (50) 
Support or educational groups  8 (44) 
Case management and assistance with planning  5 (28) 
Home modification and equipment  2 (11) 
Information about services  7 (39) 
Other  3 (17) 
 
When asked what services their carer received, respondents to the survey for people with 
younger onset dementia were most likely to say support or educational groups. Almost half 
of carers who responded to this survey also noted that the person they cared for also 
received support and educational groups.  
 
4. What are the main ways you have been linked to services? 
Of the 21 carers who answered this question over a half (57%) were referred to services by 
Alzheimer’s Australia. Almost a half (48%) found out about services by themselves. There 
were very few (5%) who were currently not linked to services. Table 15 below gives an 
overview of the way carers were linked to services. Of both groups of respondents to this 
survey, carers and people with younger onset dementia, there were a number who indicated 
that they found out about services by themselves.  
 
Table 15  Ways that carers were linked to services 
Link  n  (%) 
Referred by health/diagnostic practitioner  6 (29) 
Referred by local dementia advisor  5 (24) 
Referred by Alzheimer’s Australia  12 (57) 
Found out from someone else with dementia/their family  4 (19) 
Found out by ourselves  10 (48) 
Currently not linked to services  1   (5) 
Other  3 (14) 
 
Other ways that carers indicated they were linked to services included printed information 
provided by dementia organisations and carer organisations, as well as linking through ACAT 
and an ‘ethnic organisation’. Regarding literature one carer noted it was not always helpful 
as it was often not aimed at younger onset dementia. The help provided by Centrelink was 
also often not available for people with younger onset dementia. The carer also noted that:  
 
There is a LOT of literature but really what you need in the middle of this is 
someone to help you ferret through it and basically hold your hand! 
 
5. What sort of assistance would you like to receive in the future? 
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A total of 21 carers provided responses for this question. Responses are summarised in Table 
16 below. An overwhelming majority (81%) of carers wanted care services in the future. 
Over half of carers (52%) also wanted financial and legal and family/carer involvement in the 
future. People with younger onset dementia who responded to this survey were similar to 
carers regarding the assistance they would like to receive in the future, with care services 
most wanted by both groups.  
 
Table 16  Future assistance that carers would like to receive 
Assistance  n  (%) 
Financial and legal  11 (52) 
Care services  17 (81) 
Family/carer involvement  11 (52) 
Other  6 (29) 
 
Other services carers would like to receive in the future included more physiotherapy in 
nursing homes, activity based social interaction with other people with younger onset 
dementia, a case worker to help with paperwork, banking and Centrelink, psychological 
support for carers and respite in an appropriate setting (not residential aged care). One carer 
was unsure what they might need in the future as they did not know how they or their 
spouse would cope with the deterioration.  
 
Help with Centrelink was specifically noted by two carers. The burden of sorting out 
forms/paperwork and payments (getting it right) was seen as stressful and adding burden to 
the impact of the diagnosis itself. A worker who could help carers and people with younger 
onset dementia with Centrelink was seen by carers as the best way to provide assistance for 
them.  
 
6. Do you have anything else to add? 
Carers were asked if there was anything else they would like to add to give them a chance to 
bring up issues that may have been missed in the survey. Seven carers provided an 
additional response.  
 
Carers expressed a range of needs for themselves and the person they care for as well as 
problems associated with a number of gaps in the system.  
Carers expressed a need for individual help with navigating the system, including help with 
finding services and budgeting and financial help. The impact of a spouse developing 
younger onset dementia often placed a great deal of burden and complexity on the carer, in 
particular financial burden, as noted by one carer. 
 
 Like most people in my age our age bracket, our finances are geared to a double 
income in order to prepare for our retirement. Now that my husband has had to 
give up work and is too young for a pension and I earn just a little too much for 
financial support, our out goings are more than our incoming so a huge 
adjustment has to be made. This is hard for someone with FTD who is very set in 
routine. I have to work to make ends meet and deal with my grief and care for my 
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husband and I have to take time off work to deal with paperwork and make 
appointments to deal with paperwork. It's all too much. I am running myself 
ragged. The thing is, this has to be done by me. Carers allowance paperwork 
could surely be given to carers and gone through, filled in etc. by Carers NT or 
Alzheimer’s Aust. Much nicer with someone you are forming a relationship with 
than Centrelink. Also helpful would be free budget advice and planning and 
maybe even creating a budget. Financial advice costs money and is desperately 
needed at a time when you can least afford it. 
 
Several needs can be identified from the carer’s statement above, in particular the need for 
individual assistance with financial and budgetary matters, making appointments, filling out 
paperwork and dealing with Centrelink. While the carer must still care for her husband and 
deal with her grief she must also take on the job of earning money. The need for financial 
advice was strongly stated by this carer, particularly in the face of difficult readjustments to 
a smaller income.  
 
Another carer noted the difficulties in finding and obtaining needed services. In particular 
the carer noted that information about services was often inadequate. 
 
There are lots of phone numbers e.g. in Alzheimer's Australia’s Younger Onset 
Dementia Newsletter. Don't know who to contact and what to ask for from 
whom. Have scant information from medical practitioners who just provide more 
names and phone numbers without specifying the assistance that can be 
obtained. This survey again raises suggestions as to what services might be 
available but nothing about how to obtain them. There appears to be lots of 
‘caring’ people forming groups and advocating support but no‐one actually 
telling carers nor those with dementia as to what they can actually provide and 
how to get it. 
 
Both of the carer statements above provide a clear indication of the need for individual 
assistance, such as a key worker. This key worker could not only provide support but also 
help with navigating the system, gaining financial assistance and dealing with the impact of 
younger onset dementia, such as readjustments to lifestyle and financial status.  
 
Other needs expressed by carers included the need for training of staff that work with or 
provide services for people with younger onset dementia and their carers. Services and their 
staff need to understand issues relating to dementia. A lack of understanding can lead to 
difficulties for the person with younger onset dementia and their carer. One carer noted that 
it was pointless to make alternative arrangements for services with the person with younger 
onset dementia rather than their carer.  
 
Carers also noted gaps in the system relating to services for people with younger onset 
dementia. Services that were both age and disease appropriate were noted as lacking by 
carers. One carer noted that now that her husband was 65 he was considered to be under 
‘aged care’ but as he was fit and healthy, activities provided by aged care were not age 
appropriate. Another carer also noted the difficulty in finding activities for a spouse who was 
intellectually aware but whose dementia had stopped them from participating physically.  
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One carer noted that there was not enough appropriate support, activities, respite, groups 
or other support available for people with younger onset dementia. In particular this carer 
noted that they felt discriminated against due to the age of the person with younger onset 
dementia.  
 
Another care noted that there was a gap in residential respite facilities for people with 
younger onset dementia. Aged care facilities were not appropriate for younger people 
leaving carers reluctant to use these services for respite and thus increasing the caregiving 
burden on the carer. 
 
